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ABSTRACT 

The present guidelines have been prepared to provide 
counselors, health care workers, and others with a model for use in 
counseling people affected directly or indirectly by Human 
Immunodeficiency Virus (HIV) infection and Acquired Immune Deficiency 
Syndrome (AIDS). The guidelines describe the nature, role, and 
principles of counseling, the psychosocial repercussions of HIV 
infection and associated disease, and special situations in which 
counseling is indicated. Whatever the overall HIV/AIDS prevention and 
control strategy, counseling should be a major integral part. The 
specific counseling activities will depend on the individuals and 
groups to be addressed, the co«itent to be emphasized, and the manner 
in which counseling is to be provided. The booklet's introduction 
describes the three AlDS-related epidemics. Clinical manifestations, 
transmission, global epidemiological patterns, and prevention control 
activities are discussed. The target audiences for HIV/AIDS 
counseling, where the counseling can be provided, and by whom and why 
are discussed. The main functions of counseling: prevention, and 
psychosocial support are then presented. Requirements of counseling, 
including essential features of counseling, and counseling activities 
are examined. The components of counseling before and after HIV 
testing or screening are differentiated and the needs of significant 
others are defined. Special issues such as pregnancy, infants with 
suspected HIV infection, breast-feeding, children in school, 
HIV-infected children with hemophilia, and the workplace are also 
discussed. (LLL) 
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Preface 



The World Health Organizalion places high priority on developing 
siralegie^i »o prevent and control infection with the human immumv 
deficiencv virus (HIV), in which information, education and TOmmuni- 
cation (IFC) play a fundamental role. Counselling is recognized as a vital 
part of an overall lEC-based strategy, but work with over 160 Member 
States in support of national pn)grammes to combat acquired immuno- 
deficiency syndrome has shown that this is a relatively new concept in 
many parts of the world, esi^ially when proposed as a routine service. To 
facilitate the development of counselling services and to priwide a stan- 
dardized basis counselling, WHO has instituted a scries of training and 
operational research activities. 

The present guidelines have been prepared to provide counsellors, health 
care workers, and others with a mixlel for use in ct^unselling people 
affated directly or indirectly by HIV infection and AIDS. 

The guidelines descrih? the nature, role, and principles of counselling, the 
psychosiKial repercussions of HIV infection and assixiated disease, and 
special situations in which counselling is called for. They should be 
adapted to the human and technical resources and. particularly, the 
cultural traditions of the MKieties in which they -^re used. 

The World Health Organiziition thanks all the pet^ple C4>unsellors. health 
workers, health planners, educators and people with HIV infection who 
contributed to these guidelines. Particular mention should be made of the 
following: Dr Manuel Carballo, Chief. Serial and Behavioural Research, 
tilobal Programme on AIDS, WHO, Cieneva, Swit/^erland; Dr Alfred 
Chingono. Counselling Cwrdinator, Ministry of Health, Harare. 
Zmibabwe: Dr Brigitte Ciredler. formerly Regional Programme on AIDS, 
WHO Regional Office for Europe. Ci>penhagen. Denmark; Dr John 
(ireen. Head. National AIDS Counselling Training Unit. St Mary's 
Ho.^piiaf. London. Hngland; Mrs Noerine Kaleeba, Director. The AIDS 
Suppi)rt Organiziition, Kampala. Uganda; Dr Gary A. Lloyd, Pnifessi^r 
and CiK^rdinator. Institute for Research and Training in HIV/AIDS 
Counselling. Tulane University, New Orleans, LA, U.SA; Dr David Miller. 
Global Programme on AIDS, World Health Organization. Geneva, Swit- 
zerland: Mrs Riva Miller, AIDS Counselling Cix>rdinator, Hampstead 
Health Authority and Senior Sivial Worker, The Royal Free Hospital, 
HampstcaJ, London, Hngland; Dr Mercy Monisi. Institute of Education, 
National University of Lesotho, Roma. Lestnho; Dr Jan-Olof Morfeldt. 
President. Noah's Ark Red Cro.ss Foundation, Stcxrkholm. Sweden: 
Professor David M. Ndeti, Chairman. Department of Psychiatry. Univer^ 
sity of Nairobi, Nairobi. Kenya: Ms Virginia (rDell. Global Programme 
on AIDS, World Health Organization, Geneva. Switzerland; Dr John 
M. Sketchley. Education Adviser to the General Council and Register of 
Osteopaths. Reading. Hngland; Ms Frani;oise Weil-Halpern. Psychologist, 
Necker Hospital for Children and Sick People, Paris, France. 
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1. Introduction 



The three AIDS-related epidemics 

Acquired immunodeficiency .syndrome has* pnxluced not one but three re- 
lated worldwide epidemics thai must be prevented or conimlled HIV in- 
fection. AIDS and other clinical manifestations of infection, and the MKial, 
cultural^ economic, and political reaction and respt>nsc to the first two epi- 
demics. 

HIV infection probably began lo spread in the 1970s, By early 19W, an es- 
timated 6 million pec^ple throughout the world had been infected wilh 
HIV, and further spread is inevitable. Cases of the disease AIDS and other 
clinical manifestations of HIV infection were first rept>rlttJ in the United 
Stales of America in 1981. However. AIDS is known to have ixxurred in 
several other areas of the world beftirc that. By 30 September 1990. a total 
of 288 337 AIDS cases had been reported officially from Africa, the Ameri- 
cas, Asia. Europe, and Oceania. However, foi :* variety of reasi^ns such as 
under-recognition. underdiagnosis, and under-re}H>rting, the actual total is 
probably around trfWOOO. Muretner. the numbtn of AIDS cases is a mis- 
leading guide to the seriousness of the situation; because AIDS develi^s 
only .Mwe years after a person acquires HIV mfection, today's AIDS cases 
reflect the level of HIV infection 3 5 or even more years ago. It is estima- 
ted ihal for every AIDS case, ?5 HX) people may be infected wilh HIV; 
this ratio is likely lo decrease ir the next few years. 

A sleep increase in the number of AIDS cases is being observed through- 
out the world. Of the at least 6 million HIV-infected people, ii is eslimated 
thai 10 30^^ will develop AIDS during the next S year.v TTius. between 
mum and 18(K)«X) pei>ple alreadv infected with HIV will dcveUm 
AIDS by 1995. 

The third epidemic the intense global reaclitm lo AIDS and HIV is just 
beginning. Fear and ignorance are having severe effects at the persiinal. 
family, and sivi il level. HIV-infected perMins. including those with AIDS, 
are often excluded fn>m the family and cimimunity at a lime when thev 
most need support and care. 

In contrast ti> nK>st health problems, which affect either the very y4>ung or 
the elderly. AIDS strikes mainly those in the age group 20 49 years. By 
depriving the community of pei>ple in their most pnxluclive years, AIDS 
pi>ses a serious threat to Mvial and economic development and even io po- 
litical stability. As the number of AIDS cases rises steeply over the next 
few years, the eci>nomic. Mxrial. political, and cultural effects will be dra- 
matic. In industrialized cinjntries, the cost of direct medical care for a per- 
son with AIDS is estimated at between US$ 25 0(K) and USS 151) (KX), In 
the developing ut>rld. the additional burden of .AIDS on already strained 
health resources will br enormous, especially in ctmntries where the annual 
per capita health budget is only a few dollars. 

ERIC y ' 



CoimMlilng lybout HIV infwttm »mi dHsMM 



AIDS alM> affects mnthm and chUilnen. In some areas, the intTea:^ in 
infant moriaiity from HIV infection may offset the progress being made 
in child health programmes. Thus AIDS threatens many of the health 
gains projevied for the deveU^ing world. 

The Mxrtal and eci>nomic stresses associated with HIV and AIDS haw be- 
come a majiH political and cultural issue. Fear of AIDS threatens to res- 
trict travel and ci>mmunication among countnes. In many cinintries and 
Cimmiunities there is still a tendency to stigmati/e specific gnnips. races, 
am' nationalities, HIV and AIDS may threaten the fundamental values of 
M vieiy. and any attempt to deal with them presents a formidable challenge. 



Clinical manifestations 
Pathogenesis 

HIV. the causative agent of AIDS, selectively infects specific white blixxJ 
cells (C'lM cells) that are essential for iht binly's immune defence system. 
When the i l>4 cells are desirined, the infected persim becomes susceptible 
to a range of t^pptmunistic infectious diseases and cancers. AIDS is the 
term applied to a group of such ci>nditionv the presence of which indicates 
severe damage to the immune system. HIV may also directly infect ner\e 
cells, causing neuroU>gicai disturbances. HIV infection is presumed to be 
lifelong and the infected person is likely to remain infectious for life. 

Rate of progression to AIDS 

Initially it was thought that only a small proponit^n (5 lO'V) of HIV- 
infeiied persons would develop AIDS. Tinlay. there is evidence that about 
20^ of tht>se infected will develop / 'DS within 5 years of becoming 
infected, and abi^ut 50^ within 10 years. An increasiV.g pri>pi>rtion will 
pri>bably go on to develop AIDS after 10 years, as pei^ple with HIV infet- 
tn>n show progressive damage to iheir immune system over time. However, 
the exact numbers are difficult to determine since there has been less than 
H) years of follow-up on most groups of HIV-infected persons. 

Manifestations 

The clinical signs and synipt4>ms of HIV infection are many and varied; 
thev include the i^ptmunistic infections and cancers as well as symptoms 
caused directly by HIV itself. 

'^hc natural histi>ry of HIV infection can be divided into four different 
stages, although all four do no\ necessarily iiccur in all infected individuals. 
In stage I. ihe patient is either asymptomatic or may present with 
persistent generalized lymphadenopathy. while stages 2. 3 and 4 may be 
referred lo, respectively, as 'Varly", "intermediate", and **Jate" disease. 
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Acute prodromal mantfmtattons 

Acuii* HIV dixcaNC can tKCur early as a few weeks after the infeciion is 
acquired, it generally precedes the deveU>pmenl of an antihiHiy resfninse 
(sertKitn^ersfon). which usually ciccun^ in the first 6 12 weeks after infev- 
lion. The pcritn! befon: the de\'eUipnent of an antihixly response is often 
refera-d lo as the **window" periixl. when the person is infei'tious hut tests 
for aniiKnly do not show it. The typical clinical manifestations in the acute 
phase aa* fever, lyniphadenopathy. night sueals. skin rash, headache, and 
Ct»ugh. 



I he duration t>f this phase, in which the patient is either asympttmialic or 
presents \%ith persistent generalized lymphadenopathy (IHil ). can range 
from a fe\% months to many years, H$l is characterized h\ lymph mnfe 
enlargement to greater than 1 cm in diameter, invohmg mo or more 
eMrainguiiiai sites, and lasting fi>r at least 3 months. »n the absence of anv 
iUher current illness kmmn lo cause Ismph iJcuopaths. Wil mav sKmK 
regress during the course of the disease 

Stage 2 (early disease) 

Ihis stage IS characterized bs the incurrence of tspical muciKUianciuis 
lesions, such as itral hair\ ieukiiplakia. or infectiims such as zoster 
"C'iHistituiionar" mamfestatitms, such as nuHlcrate ueight loss, fatigue, 
anoa'xia. and night sweats, are als4> Ci>mnum in stage 2. I hese signs and 
s%mptoms are frequently intermittent Recurrent upper respirator> iract 
infections maN alM» iKCur during ihis phase of the disease. 

I he t\pcs of opporiunisiic infection depend largeh on the past and current 
exposure of the individual to microbial agents Ihis is ihe reas4>n for the 
differences in the frequency of certain itppnrtunisiic mfecti»ms between 
African and American 4>r ruri>pean HIV-infected patients. 

Stage 3 (Intermediate disease) 

C linical manifestations characterizing siage ^ ma\ mvur more frequeniK 
some lime after the earK sympiiims hut hefi>re ihe full deveh^pment of 
lalC'SUigc indicali>r disease. Stage ^ clinical ct>ndilions i\piL;jll\ mi-huK* 
or.il candidiasis, oral hair\ leukoplakia, pulimniars tubcrculoMs, labial ot 
genual herpessirijl vesicular dermatitis. isoNporiasis. some bactenat infec- 
tions such as abeolar pneumonia, a tumour | Kaposi's s;<rc4»ma) thai is \ er> 
charactcnsiic of HIV infection, and a ninnber of c4»n^uiution;tl ssmpit^ns 
such as pcfsisUMH fever. diarrluK-a. and \s eight loss exceeding lUS of b4>tj\ 
\^ eight 

Stage 4 (late disease) 

In this stage, the most ct>inmiml\ Oicurnn^ i>pp4>riunisiit infections ha^e a 
p.if liculaf h scxere course Kvause of iIk* proltnmd iinmunosuppressu>n of 
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Ihe hiM. t'lHTimonly tKcurring infeclionN may he prolivoal {PfwumfKistis 
ivnnu pneumonia. loxopiasmosiN). fungal (visceral and (Hrsophageai 
candidtaMs. erypUx-4VC4>MN). bacterial (aiypical nivcohavlcrii)>iv salmon- 
ella MTplicaemiaK or viral (cytomt^aUwirus, progressi\e muhirixral leukiv 
encc^halilis). PariKrularly severe forms of lymphoma and cachexia may 
also iKcur during ihis lale stage ol the disease. 

Neurological manifestations 

Neurological abnormalities, such as peripheral ncun^pathy and memi>ry 
loss, iire hemg increasingly diKumenicd in pei^plc \^ilh HIV infeclit>n. In 
some patients. the> may he the firsi manifesiaiion of HIV infcL'Uon and are 
t^fien atypical in their presentation. 

Ihe most frequent neurological disorder is a subacute encephalopathy 
characterized by proga'ssive behavioural changes asMviated v^iih 
dementia: il wcurs in approHimaiety one-third i>f people with laie-siage 
HIV infection, lis onset is usually insidious, and cognitive dysfunctiim 
prcdimiinates initially, t'ommon early signs include tremor, slowness. ;ind 
aphasia. Ihe course is usually progressive ii>wards severe dementia. 
Mutism, mcimtinence. loss i)f visitin. and paraplegia may deveU^p in the 
terminal sfagts. 

Oiher causes of neurological manifestation^ in pe*^ple wiih HIV infection 
include, as mentioned ahtne. crvpiiKiKcal meningitis, cerebral io\i>plas- 
mosis. iNinphoma 4>f the brain, and papos.uirus and cvU)mcg.iUnirus 
infection 

Manifestations In Infants and children 

A subsianiial proporlum of infanls who C4>ntracl HIV mfeclion friMn their 
iiU)theis ibeft^re. during, or shorlh afler birth, ox possjbK ihioiigh breast- 
feeding) or fnmi bUnkl transfusions generally show ssmptiinis b> about 
6-12 monihs of age. Children with An)S survi\e. on average, about IS 
nn>nihs afler ihe first signs appear. ( hnical manifesiations include failure 
to ihnve and to reach neunnle^ ehipmenial milesttmes, wiih the appearance 
oi neurt>l4»gical manifestations in many HlV-infecial infants. Weight loss, 
diarrhiura. oral and ^vsophageal candidiasis, pneumonia, and fe%er are 
c4>mmon However, these signs and symptoms also represent C4>mmon 
background innevse% ui ihis age uri>up and make ihc clinical iliafnosis of 
AIDS in children vers difficult 



HIV has been iN4ilaied from the bi>d> nuid> of infected persiMis. including 
saliva and icars; howe\ei, tmly bli>od. semen, vaginal secretions, and breast 
milk ha^e been impiicaled in transmissun). Detailed epidemu^logical 
KludicN ihroughiujl the vvorld have d%Kumenied three minles of irans- 
mission: sexual, parenieral. and perinatal. 
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Sexual transmission 

On a global hasis, sexual iniercoursc is ihc mosi frequent means of trans- 
mining HIV. The virus can he iransmiued from an infected person lo his 
or her sex partner (man to woman, woman to man. and man to man). 
People who abstain from sex and people who are not infected and have 
sexual interc4)urse only with a momigam<ius uninfected partner are not at 
any risk of becoming infected sexually with HIV. 

To reduce the risk of acquiring HIV sexually, people must lake specific 
steps, including: 

reducmg the number 4if sex partners (the more partners, ihe greater the 
ptnential risk): 

avoiding sex with people ysho have many se\ partners (e.g., prosti- 
tutes); 

using a timdom from start to finish for all sexual penetratii>n {\agmaL 
oral, and anal). 

Instructions for condom u>ers are presented in Annex K and guidelines t>n 
safer sexual practices are presented in Annex 2. 



Parenteral transmission 

Parenteral transmissuin tKcurs through the transfusiiin of infected bliH>d 
or hUHHl prinJucts. or the use of bh^xl-^cuntaminated needles, j^yringes, or 
other skm-piercmg instruments. The risk of acquiring HIV infection is 
related lo the si/e i)f the imnrulum: rc*cipients of a single unit of HIV- 
mfetied hItHKl have virtually a Wfi probability of acquiring infeciiim. 

1 ransmisMun through b|ot>d iran,\fusion is a significant problem m C4)un- 
tries where HIV infection is ci^mmon and uhcre nationwide HIV antibixly 
screening 4)f bliMvd donors has not yet been established. Transmission 
lhn>ugh HIV-c4mtaminated needles and syringes is an especially significant 
problem unnmg users 4)f intra ven4His drugs, iind where needles ;md syringes 
arc n4>l slerili/ed beft)rc reuse. 



Perinatal transmission 

Transmissu^n of HIV mfectii>n friim a woman ti^ her fetUN or infant mas 
iKcur bef4>rc. during, or shortiv after birth. The 4nerall risk of HIV trans- 
missiiui m uum or during deliver) is 2U 4i)^i. Postnatal transmissi4>n 
(probably through breast mjJk) has been described in a smalt numbei of 
mfant of mt^lhers ho acquired HIV inftvtiim after deliverx , 
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There is no evidence to indicate that HIV can be trans- 
mitted by the respiratory or gastrointestinal routes, or by 
casual p^rson-to-person contact in the home or else- 
where 

There is no evidence to suggest that HIV can be trans- 
mitted through insects, food, water, toilets, swimnn* ' 
pools, sweat, tears, shared eating and drinking utei " 
or other items such as telephones or second-ha..u 
clothing. 



Global epidemiological patterns 

The cpidemii>iogiL'al data available on ihc disUihutiun of AIDS thmughout 
ihc world pt>int lo several distinei patterns, each i^f whieh is eharaeteri/ed 
by the lime of the disease's appearance and the predominant modes of 
transmission (Fig. 1), The epidemiological pattern has implications for the 
tvpc of prevention and care a.iivilies called fur, and for the pricnity that 
needs lo he given to different aspects of those activities. 



Pattern I 

In pattern I areas, mi>st cases of HIV infection and AIDS ivcur in homi>- 
scxuai or bisexual males and intravenous drug users. l!xtensive trans- 
mission of HIV ajjpears lo have started in the late 197{)s, Hetemsexual 
transmission is increasmg but is responsible for only a small percentage of 
cases. I ransmission through bUxHi and bUxHi products has been reported, 
but has now largely been contr4>lled by the vi>luniary exclusion frt>m giving 
bUuul of persons with risk behaviour and/i>r ri)Utine HIV screening of 
biiHK' dtmors. I he male- to- female ratio of AIDS cases ranges from U): 1 to 
15:1. In the general population, HIV prevalence is usually well under 1^'. 
but it can be tner 5i)% in grtiups with high-risk behaviour. This pattern is 
ivpical t>f North America, Western Furope. Australia, and New Zealand. 

Ihc epidemiolt>gical pattern in many countries initially classified as 
pattern I is still evt)|vmg. For example, in many Latin American countries, 
smce the middle of the l9H0s. increasing transmission atmrng heterosexuals 
with multiple sc\ partners has been noted, to such an extent that this mode 
of transmission has become predominant. As a result of this nhifl, Latin 
America has been reclassified as pattern l/ll. 
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Pattern II 



Pailem II IS typii^l of most of sub-Saharan Africa and pans of the Carib- 
bean. Mosi cBscs in tho^e regions mxur through sexual transmission among 
heterosexuals, and the male-to-fcmale ratio of cases is about 1:1. As a 
result, transmission from infected women to their fetuses or infants is 
common. Hxtensive transmission appear?» to have begun in the mid- to late 
1970s and, in a number of countries, the overall population scroprevalence 
of lUV may now be more than 1^. Transmission alsi> oixuvs through 
bkHxi transfusion, the use of unsterili/ed needles and syringes, and other 
skin-piercing practices. The principal mode of transmission, however, 
Ci^tinues to be sexual. Transmission from injecting drug users and male 
homosexuals is either absent or iKXurs at a very low level In some urban 
areas, up lo 25*i or more of the sexually active age group is infected. 



In pattern III area.v HIV appears to have been inlrixiuced in the eariy to 
mid-!9HUs and only small numbers of AIDS cases had been repi>rted as of 
19K9. Both homosexual and heterosexual transmission are currently being 
repiiried. Most early cases were imported as a result of travel in. or contact 
with individuals from* endemic areas, or were caused by imported bkxxJ 
pnxlucis. In some pattern 111 areas, the situation has begun to change 
rapidly. In Thailand, for example, evidence suggests rapid indigenous 
spread of HIV in the past 2 years asstxriated with intravenous drug use. 
The pattern is found in North Africa, Kastern I:urope, the Kastern 
Mediterranean. Asia, and n\os\ of the Pacific area. 



In each region and country, the need for HIV/AIDS prevention and 
coniH)! activities has become of paramount c^mcern to public health 
authorities. The character and content of the prevention and control 
programmes will depend on the liKal nature, magnitude, and distribution 
of the epidemic. Such programmes should be responsive to the epidemitv 
logical features of the problem and the profiles of the population grt^ups 
most affcLted. As with all well designed public health strategies, they 
should also respond to the social and cultural characteristics of tho.se 
groups, their dominant risk behaviour, their accessibility, and their likely 
partscipatiiin in activities to reduce risk. 

Whatever the overall HIV/AIDS prevention and conir*)! stratt*gy, counsel- 
Img should be a major integral part. The specific counselling activities will 
depend on the individuals and groups to be addressed, the content to be 
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emphasi/^, and ihc manner in which ciHinselling is lo be provided. In 
addiiion. the availability of technical resources, financing, and an infra- 
structure within which counselling can be provided will all need to be 
taken into accinint. 

Nevertheleji^, certain basic principlai can be applied lo all situations; 

L Counselling has to he part of all stratt^ies for preventing HIV infec- 
tion. Most people with HIV infretion do not know that they arc 
infect^. Until now, only a small percentage of those with identified 
HIV infection or disease have had access to reliable counselling 
services and, therefore, to 5upiK>rt for the nec«isary changes in behav* 
iour. The continued development of counselling services is therefore 
important to the preventbn of HIV, 

2. Counselling should be an integral pan of all HIV testing, screening, 
and health care programmes. In many areas, counselling can be 
provided in the context of established health outreach, primary health, 
or clinical care programmes, such as through sexually transmitted 
disease clinics, medical or surgical services, antenatal and postnatal 
clinics, and family planning clinics. 

3. For health workers to acquire the skills needed for HIV/AIDS coun-^ 
selling, training pmgrammes will be required. All health care 
programmes dealing with HIV-infected people should include 
counselling and appropriate ct>unselling training for staff. 

Nongovernmental organizations (NG()s) and peer-led AIDS service 
organizations (ASOs) sht)uld be actively and cU^selv inv4>lved in C4*unsel- 
ling. 
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2. What is counselling? 



HIV/ AIDS CiHinselling is an ongoing dialogue and relationship helween 
client or patient and counsiellor, with the aims of: (!) preventing trans- 
mis^aiion of HIV infection and (2) providing p^ychosiKial support to those 
already affected. In order to achieve these objectives, counselling seeks 
to help infected pei^le make decisions atHHJt their life. bt>ost their self- 
ainHdence. and improve family and community relationships and quality 
of life. HIV/AIDS counselling also provides support to the families and 
loved ones of infected pci>ple. so that they in turn can provide encourage- 
ment and care for those with HIV infection. 

Prevention and support are complementary priKeSvS^, In HIV counselling, 
efforts to prevent transmission that are not accompanied by some type of 
suppiut are unhkely to he effective. Messages regarding prevention are 
always more ncadiiy acxept^ when they are made personally relevant to 
the individuals needs and life-style. The way in which messages att: 
provided in a counselling context should also promote a feeling of trust 
and understanding that helps the person to make, and sustain, appropriate 
changes in behaviour. 

If people are to modify their life-styles in respimse to the information they 
receive, they will need a strong sen.vc of individual resptmsibility. Counsel- 
ling attempts to help people define for themselves the nature of the prob- 
lems they face and make realistic decisions abi^ut what they can do to 
reduce the impact of iho^ problems on themselves and their family and 
friends. 

The techniques used in counselling will var>' from country to countr>'. and 
perhaps within countries, according to the background of the people being 
counselled and the type of health oi siHrial services that are available 
Unrally. Effective counselling need not follow any set pattern or approach. 
It certainly need not be restricted to a clinic or a structured diKtor-patient 
situation. The most successful counselling often takes place outside the 
context of formal relationships. 

Counselling nevertheless involves much mi^re than a single or iKcasional 
informal discussion. Most people affected by HIV need continuing support 
and help with problem-solving, which will be key aspects of most counsel- 
ling relationships. 
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Who is HIV/AIDS counselling for? 

In the context of HIV inft%tion and AIDS, counselling is appropriate for 
the following: 

jwple worried that ihev might be infected with HIV; 

people considering heing tested for HIV; 

pec^ple who have been tested for HIV (with or without infection): 

people who chtx^se not to be tested despite past or current risk K*hav- 
iour; 

people whi> are unaware of the risks for HIV involved in specific 
behavii^ur in which they have previously, or are currently, engaged; 

people with AIDS or other disease related to their HIV infection: 

people experiencing difficulties with employmeni. housing, fin mces. 
family, etc.. as a result of HIV infection; 

the family and friends of pei>ple who are infected with HIV; 

health workers and lUhers who C4ime into regular contact with people 
infected with HIV 



Where can HiV/AIDS counselling be provided? 

BiUh prevention-related and supportive counselling can take place in any 
setting where ihere is. or could be, a discussion aKiut HIV and AIDS. 
These include health care clinics, sexually transmitted disease centres, 
antenatal and postnatal clinics, family planning clinics, community health 
centres, schwls. churches, and all health outreach facilities. There will 
inevitably be other possibilities I hat can be expU>red and tried. 



Who should provide HIV/AIDS counselling? 

In addition to doctors, nurses, psychologists, and social workers, other 
people can readily be encouraged and trained to provide counselling 
support. Counsellors need not be formal health care providers: teachers, 
health educators* religious and community leaders, youth group workers, 
and members of self-help groups can alsi> provide preventive and 
supportive counselling. 
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Why is counseling ateut HIV necessary? 

A diagnoMs of HIV infection or AIDS, or a suspicion or recc^ition of the 
possibility of infwtion, brings with it profound emotional, social behav- 
ioural and medical con^uenc^. Hie subsequent individual and social 
adjustments required often have implications for family life, sexual and 
social relations, work, education, spiritual needs, legal status, and civil 
rights. Adjustment to HIV infection involves constant stre» management 
and adaptation, it is a dynamic, evolutionary, and lifelong process that 
makes new and changing demands on the infecti^ individuals, their 
families and the communities in which they live. 

Most people are limited in what they can do, or feel they can do, and what 
changes they can make in ibcir Hws. Whether these limitations are real or 
imagined, they have to be taken into arcount and dealt with if behaviour 
modification is to he successful and sustained. 

During the course of HIV infection, a broad range of physical needs and 
problems are likely to be experienced. The?^ are not constant, but will 
pn>gressively become nwre serious and difficult to handle. The changing 
nattjre of these n^ds imposes a variety of psychological and emotional 
strains on infected individuals and those closest to them. These strains may 
make the infected person feel that he or she is losing identity, indepen- 
dence, privacy, and socnal status. They can als4> provoke guilt, anger, and 
fear of loneliness, dying and death. Dealing with HIV infection also 
imposes direci and indirect nnancial costs, which can be particularly 
stressful if economic prixluctivity is affected by illness; much of the stress 
experienced by pet)ple infected with HIV may reflect underiying anxieties 
about economic independence and family obligations. 

Counselling therefore has to take into account not only the client's 
immediate social and medical environment, but also his or her social 
relationships and attitudo* and beliefs about HIV/AIDS. Cininselling has 
to provide education and information in a way tSat is relevant to the day- 
tivday life of the perM>n concerned. It has to take account of such things as 
the patient\ sexual n^s and history, iKcupation, education, aspirations, 
and hopes, together with what it will take to inspire a new approach to 
safer sex and responsible social relationships. 

C^^unselling of the family, lovers, friends, employers, or coHeagucj* of 
people with HIV infection must provide up-ttvdate, technically correct 
information. It should take into aixount the life-style of the infected 
person and explore the opportunities for. and constraints on, changes in 
behaviour and ctmstructive adaptation to HIV infection. 

If counselling is to be effective it must iHf seen by the client as acceptable. 
Acceptability will be impnwed if the counselling clearly takes into account 
the many social relationships, commitments, and obligations that the indi- 
vidual has, Kach of these relationships may be a piMentially motivating and 
supporting one. 

01 



In synimar>'« counselling people about HIV inrcction is important because: 
infection with HIV is lifelong: 

a person can avoid acquiring HIV infection or transmitting it to others 
by changing behaviour; 

awareness of HIV infection can create enormous psychological pres- 
sures and anxieties that can delay constructive change or worsen 
illness, especially in view of the fear, misunderstanding, and discrimi- 
natiim provoked by the HIV epidemic. 
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3. The main functions of counseliing 



Prevention 

CoufiNelling is umcrncd with preventing infeciiDn wiih HIV and iis 
transmission to other people. There are five main steps in prevention 
i'ounseiiing: 

• determine whether the behaviour of an individual or group of indi- 
viduals involves a high risk of HIV infection; 

• work with the people concerned lo help them understand and 
acknowledge the risks assiKiated with their behaviour; 

• define with them how their life-style and self-image are linked lo this 
behaviour; 

• help individuals define their pi^ential for changing behaviour, and 

• work with individuals to introduce and sustain the modified behav- 
iour. 

Within any culture or siviul group, high-risk behaviour is likely to be in- 
fluenced by a variety of factors. Peer-gn^up pressure to act in a particular 
way. financial pnissunr. cultural beliefs about what is atxeptable and ex- 
pected, and lack of knowledge about the risks involved may all play a r4>le. 
according to the perM>n and situation Ci^ncerned. 

Prevention counselling needs to include a substantial amount of education 
about health. The health education messages should be made perM)nally 
relevant, should refer to achievable aims, and need to be presented in the 
context of detailed and sympathetic discussion. More than anything else, 
prevention counselling seeks to encourage mdividuals and groups i4> make 
chtnces about their own life-stylei* and responsibilities. In order for such 
counsclhng to be effective, there has to be consistently accessible support 
for the individual or group. Where there is no feeding of exchange between 
the counsellor and the client, and no feeling of genuine support, the evsence 
of the prevention message can often be lost. 



Primary prevention 

Primary prevention coun.selling iv for people whi> are at risk of HIV infec- 
tii>n but are noi known to be mfected. St^me of them may already rec4>gni/e 
that they are at risk; others will be unaware of the risk involved in their 
behaviour. Primarv prevention counselling thus fiKuses on highlighting 
and discussing behavii^ur that presents a risk of HIV infection, and re- 
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viewing wa>s of managing individuai change aurording lo ihc Mcps out- 
lined abiive. In anv MX'iety* a variety of individuals and gmups may be at 
ri?<^k. Pri)5i!t!uies (commercial sex workers) and iheir clients, other nK»n and 
women with many sex partners, men who have homosexual reiattonships. 
pei^ple with haenK>philia, and petiple who inject drugs deserve special 
attention. In addition, military personnel, truck driveix and migrant work- 
ers who sjHrnd long periinJs away from home, and adolescents may feel 
M>me pressua* to engage in risky behaviour in their everyday ciivum- 
stances. Kach group presents a different challenge with r«^ard to how and 
where it can he reached. Bars, clubs, hospitals, drug treain^nt centres, 
military bases. schiH)ls, youth clubs, and sports clubs can all provide op- 
portunities for counselling or al least lor informing |xn^ple about the 
availability of couns ^ning. 



Secondary prevention 

For persons known or considered likely lo be HIV-infected, counselling 
should emphasize the itnptications of HIV infection and the ways in which 
transmissii>n can be avoided. This shiiuld be di>nc in an atmosphere of 
suppi)rt and understanding, fcKusing on the need for infected persons lo 
recogni/e their responsibility for the health and welfare of ihi^se with 
whom they may have sexual contact. 

Referral of HlV^nfecled pei>ple hv health centres, testmg facilities, hos- 
pitals. and other instituiions or organizations i.s espaially imp*)rtanl. The 
staff of all 4>f these need to know where counselling is available. They also 
need ti> be able to help the client find a counselling service that is phvsi- 
call> and siK'ially accessible and likely to be acceptable. 

Outreach counselling services for seiondar> preventiim may need \o be jusi 
as innovative as primary prevention pn>grammes. Some pe^iplc diagnosed 
as HIV-infected are hkejy \o mine from place to place in search of friends, 
support, iind care and in an effort uy deal emotitmally with their fear of 
AIDS. They may be reluctant to participate in counselling or any other 
follow-up activity unless creative steps are taken to reach them and help 
ihem appreciate the benefiis of counselling. 

In secondary prevention ct>unseHing. the question of sexual iransmisMon i>f 
HIV needs to he addressed. The importance of adopting practices that 
eliminate or minimiife the possibihty of infecting sex partners has to be 
emphasized. Use of cimdonis. Um^risk sexual practices, alternative ways of 
st^-king gratification, and celibacy will need to be discussed. Similarh, the 
need to inform current and previous partners about the pi^ssibilitv i^f their 
having been infcxied may need M) be ci^nsidered. and different ^^ass of 
reaching these petiple re\ iewed. ^ 



Stx Pri'\rfi/f*tn t>f svufui fnm\mi\\i**fi t*f human mmimtHicfu tvnt \ xtrus (K'nc^a WinKI Hf illh 
t>ricjfiV4lii>ri. IW()iWHJ> \n>SS<friev6) 
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CourtselNng Aboiit HIV infMtiim and dlsMM 



Coun.seiling alsi) needs to siress that the infected perM>n should not donate 
bliHHi or share syringes, needles, or other skin-pierctng equipment. Users 
of injectable drugs often have or select friends who share the same behav- 
iour. Pressure fn>m friends to ciintinue high-risk practices is therefore 
likely and has to be planned for. Similarly, the difficulty of reaching and 
working with intravenous drug users, who may be afraid of prosecution or 
rejection by family and acquaintances who do not know about their drug- 
using behaviour, will have to be addressed. 

J^Tinatal transmission may als4> be an impt>rtant concern. In the case of 
already pregnant women, the question of possible interruption of preg- 
nancy will haw* to be dealt with, taking into account the .nany cultural* 
familial, and medical factors that can influence such a decision. Prevention 
of future pregnancies should alsii be discusscl. 



Psychosocial support 

People with dtagnos^ HIV infection and HlV-related illness, including 
AIDS, and those close to them are cimfronted by a multitude of problems, 
and often need emotional and/t>r practical suppim. Anxiety abi>ut having 
spread infection, physical is4>iation. hospitalization, discriminatiim within 
the community or family, loss of housing, interruption i>f educatiim, finan- 
cial problems, the physical effects of illness, disease progression. Ims of 
relationships, bereavement, anger, loneliness, and depression an: all 
cimcerns that may have to be addressed. 

These problems may ari.se intermittently- holh Iot the infected person and 
for those providing care. The fact that they are not constant and not 
alv^ays predictable produces added physical and emotional stress. 
Suppt>rtive counselling tan be particularly helpful in identifying the 
circumstances in which these concerns are likely to be present and in 
helping the perMm plan how best to deal with them. Where this is not 
possible, supp^^rtive ciiunsclling can help the person react positively to 
pn>blems. 

l! is important to remember that supportive counselling shi^uld he a 
priKCss of empimerment for the person with HIV. Living with HIV infec- 
tu>n or disease di>es not mean living despite HIV: through counselling, the 
fHrrvon's own strengths and resources can be mobilized to face and manage 
such concerns. Some people may be able to cope with their problems 
without coun%elling. but for thixse who cannot, counselling can help them 
to apprciiate aspects of their life that they might otherwise overhxA or 
ft?rget. 

Supp4>rtivc counselling should help those affected by HIV lo live full and 
productive lives by enabling them to resume lor assume) authority over 
their lives and decision-making. It can often place problems in a new lighf. 
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allowing a crealive appn^ch to problem-M>lving and deci^ion-mak^ng, 
t\Hin?iellor?i may often find themselves in the ri>le of ^•patient ad%'*Kaie*\ 
generating a therapeutic ^^trength m individuaU. faniilie>, or communitie?i 
by their suppi>ri. 

Enabling pet>ple to remain active in their work, in their education, in their 
families, and among friendN helps to reduix their dei^ndence on health 
and sixrial services and can also reduce the likelihixxl of psychological 
pn>hlems. 



4. Requirements of counselling 



Essential features of counselling 

Appauwhcs lo counselling arc likdy to vary fri>m one counirv lo another 
and between MKial groups. The availahiiity of resi>urces, ihe conveniional 
or traditional ways in which illne-sN and disease are understtxHl, and the 
ways in which advice and help are sought and provided will ail influence 
the pattern and techniques of counselling. The characteristics of the persim 
being counselled and his or her scvial and family networks will also govern 
the extent to w hich counselling is needed. Nevertheless, there are a number 
of features common u\ all counselling situations. 



Time 

Providing the client with lime is important fnmi the start. Much of the 
content of ci>unsclling, such as helping the person to abM>rb news aht>ul 
the diagnosis of AIDS, cannot be rushed. The concerns that will be raised, 
whether the client is HIV-infected or not. are complex and sensitive and 
need time to be ci>nsidered and dealt with. Time is also necessar> to permit 
the development of rapport and trust, both of which are indispensable. 
Simie pciiple may require a number of counselling sessiims before they 
siari to acknowledge the need to miHlify their behavu)ur and to make dif- 
ficuU decisions abt)ut their life-style. 



Acceptance 

Pet^ple wilh HIV infection and/or disease, mcludmg AIDS, should feel 
that they are fully accepted by the counsclU^r. trrcspeLiive i»f their life-style, 
sexual preference, and st>cit>cc4)nonuc. ethnic i>r religious background. 
Responses ti> iheir needs should be both technically si»und and sensitive lo 
ihcir personal circumsiances and should nvi be affected b\ the ciiunselUir's 
4mn feelings. 



Accessibility 

{\>unselling should be easy uy 4iblain, People whi> need counselling should 
feel ihai fhe> can ask ft^r a meeting or call on ihe coun^el!o^ ai an> lime. 
This may require counsellors to be available on a regular basis. If may also 
mean havmg to cull on lUher helpers wh'> with some basic training, can 
provide additional counselling suppim. Counselling services must alsi> be 
seen u> be easily accessible: this, in turn. ma\ mean their being based in 
hcallh or other facilities that are easv to get lo, M>ciallv accessible, and easv 
to use. 
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Woqutr0iwiitt of counBellifig 



Consistency and accuracy 

Any information pmvided ihrough counselling (e.g.. aK>ul HIV infection, 
risk of infection, and risk reduction) should be consistent. The ci^unsellor 
therefore needs to have a clear understanding of the facts about HIV in- 
fection and diJicase. and to maintain clo>^ and Cimfidential links with other 
health workers providing canr to that person. A!f persons providing ct^un- 
selling should have access Xi> up-l«vdalc information about HIV infection 
and its management, so that questions from clients can be answered as ac- 
curately as possible. Any uncertainties in knowledge should be acknowl- 
edged so that new infiirmalion can be inln»duced m a consistent frame- 

WiHk. 



Confidentiality 

Trust is one of the most imp^irtant factors in the relati4»nship between the 
coimsellor and the person being Ci>unselled. Trust improves the Wiuking 
relationship and increa^is the likelihixHl that the individual (or the group) 
will act on the information provided. Ciiven the possibility of discrimina- 
ti<m against, and ostracism of, an individual diagnosed as having HIV in- 
fection, it is extremely important that confidcnthility be guaranteed. The 
counselling relalii>nship must be built xm the understanding that whatever 
is discussed will remain a private issue until the client decides other\^ ise. 

rhea- may be some instances where the coun.sellor or other health care 
worker feels that ci>nfidentiality needs to be broken, for example, to notify 
the sex partners of an infected perstm when the client has refused permis- 
su>n \o do stv The Consensus Statement from the WHO Consultatitm on 
Partner Ntnification for Preventing HIV Transmission^ specifies that in 
such situations, the health care pmvider **wiH be required to make a deci- 
sion ci>nsistent with medical ethics and relevant legi.slaiion". In general, 
where confidentiality is preventing the adoption of appropriate measures 
f4>r jvoidmg the spread of HIV. m may be neccs.Njry to reconsider the 
siiualion m thai particular case. 



Counselling activities 

1 he <nerall duration itf L<»un>4.'lling has to h: governed bv the needs o( ihe 
individual, Similarlv. while the cimient of ciHinselling mav vary according 
to the ci!cumsi;uices. the features describeil below will alwavs be in)p4)r- 
tanl. 
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Counsoiling about HtV infectloii and di^aM 



Counselling should help clarify and address problems 



It is impi^rtant to determine whether and how the cHent will be ahie to 
manage new information at times of physical or emotional stre5i^: periodic, 
sensitive appraisal should be made of the i^rson\s ahihty to cope with the 
latest diagnosis and prognosis. It is equally important to review regularly 
the effect that the evolving physical illness is having on the individuaPs 
ability to cope emotionally and intellectually with day-tivday decisions 
and actions. 

F,ar y and accurate identification of problems can help the patient come to 
terms with fears and concerns about family affairs. Planning for the family, 
for example, in the event of chronic illness or death, is important, 
especially where children are involved. 



Counselling siiculd provide information on available 
resources 



As HIV infection progresses, different medical, psychosiKial, and welfare 
needs emerge. Information should be provided on the facilities, self-help 
groups, community resouae*. and medical suppi>ri available, as well as on 
changes in life-style that can be made to accomimxiale emerging needs. 
F*romotion of safer sex or avoidance of pregnancy, for example, should be 
wC4>nipanied by information on where to gel condoms and other conlra- 
vcptives. 



Counselling should help the client to adopt a realistic 
approach to changing life-style 



C ounsellors should help clients to change their life-style only after a review 
of their family background, including such characteristics as education and 
financial situation. Counselling should help pei^ple select approaches that 
are feasible and likely to provide the personal satisfaction and support 
needed to carry through particular K'haviour. This may involve intro- 
ducing the person lo groups of people whi> have Ihcmselves been through 
similar experiences, particularly if they are willing to provide support, for 
cxanipie, peer groups of homosexual drug-using, or heterosexual people. 
wh4> are themselves HIV-infected or who arc partners of infected people. 



Counselling should motivate and facilitate decision- 
making 



Pci^ple arc nu^re mohvaied to change when they feel they have contn^l over 
their lives and their decisions, and when their life-skills, self-respect, and 
cinifidenee are increased. It is impiirtant to encourage positive steps taken 
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and attempts made, and to offer a sympathetic but realistic appraisal of 
why they are or are not wt>rking according to expeclaiions. Maintaining 
sitatus within the community is equally likely to be a JK>ua-e of motivation. 
Explaining that particular actions will help kned one?; may he a critical 
source of molivation. 
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5. Counselling before HIV testing 
or screening 



Undergoing a \cs\ for HIV inrcction is likely to an imporlani sicp in a 
pcrM>n's life, and should always be accompanied by pre-lest and posMesl 
coun>elling. 



(\>unselting beft>re ihc test should provide individuals whii arc cimsidering 
being tested with information on the technical aspects of screening and the 
possible personal, medical scvial. psychological and legal implications tif 
being diagni>sed as either HIV-positive or HIV-negalive. The information 
should be given in a manner that is easy to understand and should be up to 
date. Testing should be discussed as a pi>sitive act that is linked to changes 
in risk behaviour. 

A decision to be tested should be an informed decision. Informed consent 
implies awareness of the pi>ssible implications of a test result. In some 
C4>untrics, the law requires explicit informed ctmsent bcfi^re testing can 
take place; in others, implicit a>nsent is assumed whenever people seek 
health care. There must be a cl*jar understanding of the poHcy on Cimsent 
in every instance, and anyc^nc considering being tested should understand 
the limits and pi>tcntial consequences of testing. 

lesting for HIV infection shimld be organized in a way that minimises the 
possibility of disclosure of information or of discrimination. In screening, 
the rights of the individual must also be rect^gnized and respected. Coun- 
selling should actively endorse and encourage th4>se rights, both for those 
being tested and fi>r those with access to the records and results. 
Confidentiality shtnild be ensured in every instance. 



Prc-test ci)unselling should ftxus on two main topics: first, the client's 
personal history and risk of being or having bix'n exposed to HIV: 
sectmdiy. assessment of the client's understanding of H1V/AIF>S and 
previous experience in dealing with crisis situations. 



The aim of pre-test counselling 



Issues In pre-test counselling 



22 




ERIC 



Pro-test counsailing 



Assessment of risk 

In a.s«ieNsing the likelihixx] lhat the perM>n has been exposed lo HIV, the 
following aspects of his or her life since abciui IWO should be taken into 
account: 

• Frequency and type of sexual behavit^ur: specific sexual practices, in 
particular, high-risk practices such as vaginal and anal intercourse 
without use of condoms, unprotected sexual relations with privstitutt^, 

• Being part of a group with known high prevalence of HIV infection or 
with known high-risk life-styles, for example, users i>f intravenous 
drugs, male and female prostitutes and their v'lienls, prisoners, and 
hom4>sexual and bisexual men. 

• Having rccei\ed a bUnxi transfusion, organ transplant, or bkH>d or 
btnly prixiucts. 

• Having been exposed to possibly niMisicrile in\asive pr^vedurcs. such 
as tatt4H)ing and scarifieatiim. 



Assessment of psychosocial factors and knowledge 

The following questions should be asked in assessing the need Un HIV 
testing: 

• Why is ihc test being requested? 

• What particular bchaviiiur or r.ymptoms ;irc of Cimccrn \o the client? 

• What diHTs ihc client know about the lest and its uses? 

• Has the clieni considered what to do or how he/she would react if the 
result is pivsitive, t)r if it is negative? 

• What are the client's beliefs and knowledge abiiut HIV transmissi<m 
and iis relationship lo risk beha\iour? 

• Wlu^ ci>uld provide (and is currenllv pri>viding) emotional and sivial 
support (family, friends. i>thers)? 

• Has the client sought testing bert>rc and. if so, when, from whom, for 
what reason, and with what result? 

1 he initial counselling should include a discussion and assessment of the 
client's understanding of {u) the meanmg and potential conscMuences of a 
positive or a negative a>ult. and {h) hoys a change in bt-naviour can reduce 
the likclihtHHl of infecliim or transmissu^n to others. 
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CounMllir^ about HIV infoctfon and diaaata 



Pa*-tesl counselling should include a careful consideration of the person's 
ability lo cope with the diagnosis and the changes that may need to be 
made in respon?^ to it. Ii should also encourage the person heing coun- 
selled to consider why he or she wishes lo 1^ testixl and what purpose the 
test will serve. When asking abiiut personal history, ii is importani to 
remember that the client: 

may be l4H> anxious to abM>rb fully what the cininsellor says; 

may have unrealistic expectations abiiul the lest; and 

may not realise why questions are being asked about private behaviour 
and therefore be reluctant to answer. 

During pre-iest counselling, it is alM> impt^rtant that the client be told that 
current testing prtvedures are not infallible. Both false-positive and false- 
negative results 4Kcur ixrcasionally, although supplementary (confirma- 
li)r> ) tests aa' very reliable if an initial test is jxisitive. These facts must be 
clearly explained, together with information abiiul the 'Vindow" pericxi 
during which the test may be unable to assess the true infection status of 
the person (see page 3). 



If testing is not available 

There may be ligations where reliable facilities f4>r testing arc not readily 
available. Where this is st). every effort should be made to emphusi/c 
prevention counselling, especially the need for changes in behaviour 
among people who have engaged in high-risk activities, and the reinforce- 
ment of appropriate behavioural changes. C'c^unselling, education, infor- 
mation, and suppi>rt are the crux of behavit>ur change. 



Once a person has decided to bo tested tor HIV anti- 
bodies, arrangements should made for post-test 
counselling. 
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6. Counselling after HIV testing 
or screening 



Coun>elling afier icsling will depend on the outcome of the test, which 
may be a negative result, a positive result, or an equivwal result. 



Counselling after a negative result 

ll is very imptirtant lo discuss carefully the meaning of a negative a*sult 
(whether this was anticipated or not). The news of being uninfected is 
likely to produce a feeling of relief or euphoria, but the following pi>ints 
should he emphasized: 

• Following pi>ssible exposure to HIV, there is a "window" period 
during which a negative lest result cannot he considered reliable. This 
means that, in most cases, ai least three months must have elapsed 
from the lime of iH>ssible exposure Iwfore a negative test can be 
considered to mean that infection did not tKcur. A negative test result 
carries greatest certainty if at least six months have elapsed since the 
last pi^ssible exposure. 

• Further exposure io HiV infection can be prevented imly by avoiding 
high-risk behav ;>ur. Safer sex and avoidance of needle-sharing must be 
fully explained in a way that is understixHl and permits appropnate 
choices to be made. 

• Other information on cimirol and avoidance of HIV infection, 
including the development of positive health behaviour, should be 
provided. It may be necess;iry to repeal explanations and for the 
counselU>r and the pefMm being ct^unselled to practise methtxls i>f 
negotiating with others in order to assist the client in mtrinlucing and 
maintaining new behaviour. 



Counselling after a positive result 

People diagnifsed as having HIV infection or disease should be told as 
sixm m possible. The first discussion should be private and confidential, 
and then the client should he given time lo absorb the news. After a periinJ 
of prelimmary adjustment, the client should be given a clear, factual 
explunatiim i^f what the news means. This is noi a time for speculation 
abi>ut prognosis or estimates of time left \o live. It is a time for acknowl- 
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Couraetling about HIV iiifaction and fSsnso 



edging the shtxrk of the diagnosi> and for offering and pmviding suppim. 
1 1 is also a lime for encouraging hope- hope for achievable solutions lo the 
personal and practical problems that may rc*sull. Where rescnirces are 
available, it may alst^ he justifiable to talk of pt^ssible treatments for st^me 
symptoms of HIV infection and about the efficacy of antiviral treatments. 
Important practical information for people with HIV infection ispa*sented 
in Annex 3. 

How the news of HIV infection is acvepted or inci>rpi>rated often depends 
on the following: 

K The person\ physical health at the time. Pei^ple who are ill may have a 
delayed reaction. Their true response may appear only when they have 
grimn physically stronger. 

2 How well prepared the person was far the news, Peiiple who are 
completely unprepared may react very differently from ihiise whi> were 
prepareii and perhaps expecting the result. However, even those whi> 
are well prepared may experience the reactions described in the 
fi>l lowing pages. 

3. How well supp4>rted the person is in the community and how easily he 
or she can call on friends. Factors such as jt>b satisfactitm. family life 
and cohesion, and opptjrtunities for recreation and sexual contact may 
all make a difference in the way a perM>n re>p*>nds. The reactitm \o the 
news of HIV infection may be much worse in pet^ple who ao? MK'tally 
isolated and have little money, pmn work pn>spects. little family 
support, and inadequate hou.sing. 

4. The person's pre-test perM>nality and psychoU>gical condition. Where 
psychological distress existed before the test result was known, the 
reactions may be either mi>re 4)r less complicated and require different 
management strategies than th4>se found in persons wilht>ui such diffi- 
culties. Post-result management should lake account of the persi^n's 
psychological and/i>r psyehiatric history, particularly as the stress of 
living with HIV may act as a catalyst for the reappearance of earlier 
disturbance. 

In some cases, news of infection can bring out previously unresolved 
fears and problems. I hese can often Ci^mplicate the priKCss of accept- 
ance and adjustment and will need t*) be handled sensitively, carefully, 
and as sinm as possible. 

5. The cultural and spiritual values attached to AIDS, illness, and death. 
Jn S4>mc communities with a strong belief in life after death, or with a 
fatalistic attitude towards life, persimal knowledge of HIV infection 
may be received more calmly than in others. On the other hand, there 
may be cimimunities in which AIDS is seen as evidence of antistK-ial or 
blasphemous behavii>ur and is thus assiviaied with feelings of guilt 
and rejecliim. 
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C'ounsciiing and .supFH>rt arc must needed when reavtions to the news of 
HIV infection or disea^ie api>ear. Some ^eaclion^ may iniiially be very 
intense. It is imptmant to remember that such a'sponses are usually a 
normai reaction to iife-threatening news and as such should be anticipateii. 



The p.sychoU>gical issues faced by m*isl pei>ple with HIV infection or 
disease revolve around uncertainty and adjustment. 

With HIV infection, uncertainty emerges with regard to hopes and expec- 
tations abiml life in general but it may fcnrus on family and job. An even 
more fundamental uncertainty may concern the quality and length of life, 
the effect of treatment, and the respimse i)f Mxiety. All these are relatively 
unpredictable in terms of their long-term outcome "^hey need to be 
discussed openly and frankly, but care should v be taken ti> 

encourage ht^pe and a positive t^ulliH^k. 

In respon>e to uncertainty* the person with HIV must make a variety of 
adjustments. Hven the apparent absence of a respi>nse may, in itself, be an 
adjustment through denial (see belo^ ). Pe4>ple start to adjust \o news of 
their infection or disease from the time they are first told. Their dav-lo-day 
lives will reflect the tension between uncertainty and adjustment fi is this 
tension that causes other psychoM>cial issues to assume nuw or less 
prominence and intensity from time to time. 



People with HIV infection or disease have many fears. The fear of d>ing 
and. particularly, oi dying alone and in pain is often ver> e\ident. Fear 
may be based on the experiences 4^f loved ones, friends, t^r colleagues who 
have been ill ^ith, or died of, AIDS. It may also be due to not knowing 
enough about what is invohed and him the problems can be handled. As 
yM\h most psychological cimccrns, fear and the pressures such fear creates 
can often be managed b> bringing them clearly and sensitively into the 
i>pcn. 1 hey shi>uld be discussed in the context of managing the difficulties, 
including with the help of friends and family i>r with the counselKir. 



Fc4>ple uiih HIV disease expencnce feelings of li>ss abt>ut their lives and 
anihnions. their physical attractiveness and pinency. sexual relatumships. 
status m the ctnnmunily. financial stabjliis. and mdepcndence. As ihc need 
for care increases, a sense of loss of privacy and C4>ntrol i»ver life will also 
he experienml Perhaps the nit>si common loss that is felt is the loss t^f 
ct^nfjdence. C on fide nee can be undermined by many aspects of life with 
HIV. mcluding fear for the future. anxic!> about the ci?pmg abilities of 
lt)Ned ones and care-givers, by the negative and/or sligmati/mg actions of 
others. 1 or nian\ people. reci>gnition i>f HIV infection will be the firsl 
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cxvasfon ihai forces ihcm lo acknowledge their own mor lalily and physical 
vuinerahilify. 



Paypk with HIV infection often have profound feelings of grief abi>ut the 
losses they have experienced or are anticipating. They may also suffer the 
grief that is projected on to them hy close family members, lovers, and 
friends. Often these same pei^ple arc suppt^riing and taking care of ihcm on 
a day-to-day basis, and watching their health decline. 



A diagnosis of HIV infection often provokes a feeling of guilt over the 
pt^ssibility of having infected others, or over the behaviour that may have 
resulted in the infection. There is also guili about the sadness the illness 
will cause lined ones and families, especially children. Previous events that 
may ha\e caused pain or sadness to others and remained unres4>lved will 
often he remembered at this time arid may cause even greater feelings of 
guilt, 

De|>ression 

IX'pression may arise for a number of reasons. The absence 4>f a cure and 
the resulting feeling of powerlessness. the loss of persiinal control that may 
be assiKiated with frequent medical examinations, and the knowledge that 
a virus has taken over one's bixly are all important factors, Similariy, 
knowing i>thers or about others who have died or are ill with HIV disease, 
and experiencing such things as the loss of pi>lenlial for prcxTealing and 
for long-term planning may contribute to depression. 



Si>me pe4>ple may respond to news of their infection or disease by denying 
it. }'or M>me people, initial denial can be a consiruclivc way of handling the 
shtK'k t^f diagnosis. Ht>wever. if it persists, denial can become counter- 
prtxluciive. since: pci^ple may refuse to accq^t the stx:ial responsibilities that 
go with being HIV-positive, 



Anxiety can quickly become a fixture in the life of the perM^n with HIV, 
reflecting the chronic uncertainty asMKrialed with the infection. Many of 
the reasims f4>r anxiety reflect the issuer discussed above and concern the 
following: 

• progmvsis in the short and long term; 

• risk of infection with other diseases; 
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Post-iMt courmlttng 



• risk of infecltng oihtrs wiih HIV; 

• HKwL iXX'upatinnal liomcsttc and sexual hosiiltiy and rejcclion; 

• ahandonmenu isiihition. and physical pain: 

• fear of dying in pain or without dignity; 

• inability to alter circunistanccx and consequences of HIV infection: 

• how to ensure the best possible health in the future; 

• ability of loved ones and family to cope: 

• availability of appropriate nu'dical/dental treatment; 

• k>ss of privacy and concern over confidentiality; 

• future sivial and sexual unacceptability; 

• declining ability to Tunction efficiently; 

• loss t»f physical and financial mdependence. 



Some pet>ple hcc4>me outwardh angr> because they feel they have been 
unlucky lo catch the infection. They often feel that they, or information 
abi^ut thein, has been badly or insensitively managed. Anger can some- 
times be directed inwardly in the form i>f self-blame for acquiring HIV. or 
in the form of self-destructive (suicidal) behavi^nir. 



Suicidal activity or thinking 

Pet>ple whti are HlV-mfected have a significantly increased risk of suicide. 
Suicide may be seen as a way of avoiding pain and discomf4>rt or of 
lessening the shame and grief of loved ones. Suicide may be active (i.e.. 
deliberate selfMnjury resulting in death) or pa.ssive (i.e., cimcealing or 
disregarding the onset of a possibly fatal complicalK^n of HIV infccli<«n or 
disease). 



Self-esteem 

Sclfncsteem is 4>ften ih'';:jtened early in the prtKcss of living with HIV. 
Rejection by ct>Heague.s, acquaintances, and loved ones can quickly lead lo 
loss of confidence and sixial identity, and thus to reduced feelings of self- 
worth. Ihis can be compounded by the physical impact of HIV-related 
diseases that cause, for example, facial disfigurement, physical wasting* 
and hiss of strength or bixlily control. 



Anger 
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Hypochondria and obsrasive states 

PaHHTCupalion with health and cvtn ihc «imalli:M physical changes or 
scnNaltonN can result in hyptKhondria. 1 his may he f ranMcni and limited ii^ 
the time immediateiy after diagni>sis. or it may persist in people whi> fmd 
difficulty in adjusting lo the disease. 

Spiritual conrams 

Concern about impending death, loneliness, and loss of control may give 
rise to an interest in spiritual matters and a search for religious support, 
I-Apressions of sm. guilt. forgivenesN, reconciliation, and acceptance may 
appear in the context of religious and spiritual discussions. 

Many of these and iUhcr concerns will appear or heciime pronounced when 
a diagnosis of AIDS is made. The appearance of new infections, cancers, 
and periiHls of severe fatigue all have a significant vniotiimal and psycho- 
h^gical impact. The effect is likely to be even greater if the perM>n with 
AIDS has been rejected by family or friends and has withdrawn from 
normal stH'ial relationshipv 



Other counselling issues 

HIV infection often highlights other issues critical loqualiiy t^f life. 

Social Issues 

l'nvjr4>nmcntal and social pressures, such as U»ss of inccmie. discriminatitm, 
s4Kia! stigma Of the diagnosis heci>mes commonly known), relationship 
changes, and changing requirements for sexual expression, nwy contribute 
to p4>si-diagnosis psycln^siKial problems. The patient's perception of the 
level and adequacy i>f soiial supp4>rt is of \ itiil concern and max beci>me a 
source of pressure t^r frustration. 

Medical management 

J'he type of counselling suppi^ri usualK required and requested is often 
influenced b\ the person's experiences v^hh other forms of health care 
related to the infection. Where the patient or loved ones feel that medical 
management has been insensitive or has been conducted without sufficient 
regard for privacy, counselling may be all the more necessary in order to 
pcrsuiuJc the patient tr* comply with recommended treatment pr4>grammes. 

( ounseliing max also invi>lve helping the person gain access \o appropriate 
medical care and participate nii)re fully in decisiims about treatment If 
there is anx evidence ol neurt^logjcal disease, day-lti-dax management t^f 
the patient max be complicated, and specKil emphasis will have lo be given 
to counselling of familx. Kncd ones, and care-givers. 
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At ihi> Ktage. cuunsellors may nmi to Cixirdinatt: a range of health and 
MKial »tfr\*ice>. Many pet>ple with HIV will alsi^ seek care from traditional 
or complementary healers; ihi?* may Ursi be revealed in the context 
of supportive counselling. Where this is the case, counselling can help 
patients talk about their perceived needs and their satisfaction with these 
care-givers. 



Counselling after an equivocal test result 



If the result of ihc HIV test is equivtxral the counsellor has particular 
responsibilities to provide information. In particular, there are two main 
issues to cover: 

1, Ihe persim should be given a clear explanation of what such a test 
result means. The first test most commonly used on all samples is the 
en/yme-linkeU immunosi>rhent assay (HLISA). The HLISA has levels 
of sensitivity and specificity approaching W.5f . meaning that a non- 
reactive result with this technique can be regarded as a definite indi- 
cator that the persim is not inftxted. except for tests during the 
"window period". However, a reactive result suggests the pi>ssibility <'f 
HIV infection. The usual pr*>cedure in that case is to perform a second 
test using the KIJSA; if the second hlJSA test is alsi^ pt>silivc, 
supplementary testing is required, for example using ihc Westi'rn blot 
test. The results of such supplementary testing may be pi>sitive (indi- 
i-ating HIV infection), negative (indicating no infectiim), or indeter- 
mmale (giving an equivival result). Where the result of supplemeniar> 
testing is indeterminate (which may be the case in up to lO'i i)f 
samples in S4>me areas), the reason may be one 4>f the following: 

Ihc lest is cross-reacting with a non-HlV protein (usually, the 
pr4ftem reaclum is smiulatmg the reactum assiviatcd wUh p24 core 
pr4)iein). 



there has been insufficient lime ft^r full senvonversion to i>ccur 
since the pcrst)n was exposed to HIV. 

When presented with an indeterminate result, the opiums are lo: 

• Use other methinis lo ir> to achieve a rehable result, t'omht- 
nations i»f lab4>ralor> techniques may be needed lo exclude faKe- 
posilive results. 

• Not carry out further testing fi>r the mtmieni. If the result is inde- 
terminate and further testing is not pi>ssibte. the person cannot 
reliably bcctmsidered HIV-infected. The counsellor should advise 
the persiHi to come for repeat lestmg in three months. It is 
imporlani lo remember that the risk of finding a false-positive 
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re^iult in ihc ELISA is higher in arcuji wilh a low level of HIV 
infection than where hackground rales of HIV infei:!ion are high. 
Thus, in places where ihere arc many pec^le wilh AIDS in Ihc 
community, it is more likely that a reactive or positive result in the 
KLISA is accurate. 

Prevention and support while watting for an unequivocal result. The 
period of unceriaintv following an equivixai test result may be three 
months or longer. It is important for counsellors to stress essential 
H'^'ssages related to nrevention of transmission, regarding sexual 
activity, drug use, doi tition of body fluids or tissues, and breast- 
feeding (see p. 37). Just as importantly, however, the uncertainties 
asMX'iated with this period may lead to acute and severe psychosocial 
difficulties (see pp. 27-31). and the counMrllor must he prepaanJ to 
assess and manage such issues or to make appropriate referrals, if 
pi>ssihle. 



Self-help groups 

In some places the counsellor can call i>n peer-support or self-help groups, 
part of a growing network of nongovernmental AIDS service organizations 
{ AStH). These can provide a type of personal care and peer-based psycho- 
MKial suppi^rt that may m^t be available elsewhere. If no such groups exist* 
!he counsellor may be able to encourage clients to form one. Where this is 
not pi>ssible. the counsellor may be able to put clients in touch with each 
other on an individual basis, at the discretion of the counsellor and with 
ihe express consent of the individuals and on a confidential basis. Matters 
that ar^ ofien best dealt with through self-help groups, but which need to 
be raised by the counsellor in any evert, include the following: 

1. Learning \o live with HIV infection. Self-help groups are often in a 
giHHl position to address this because many of the people involved may 
have already gone through the prcxesv They can describe the medical 
and psychological problems they have exj^rrienced and the inter- 
ventions ihey have found most useful. 

1 Helping care-givers and loved ones handle the pressures of living with 
sick or distressed petiple on a daily basis, especially where this involves 
managing bleeding, vomiting, inamtinence, disposal of dressings, etc., 
and advice regarding sexual relations. 

}. Reducmg stress and avoiding conflict. The need to overci>me anxiety, 
depres,,ion and other pi>ssible challenges to sustained health has to be 
handled on a practical. **l did this ..." ba^^is. 

4. Deciding how best to talk about HlV/AlDS. Fears of disclosing a 
d!agm>sis of HIV or AIDS to loved ones, family, friends, and 
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CiiUeague?! need to he examined and Milution^ scnight, including what 
to say. to whom, when, and how. 

5, Dealing with feelings of lonelinesK, depression, and powcrteKsncjis. 
Self-help or peer ^supptut grcnip.s can provide help and mutual siuppon. 
Advice from people who have themneives gone through such feelings 
may he more meaningful than advice provided on a second-hand or 
theoretical hasis. 

6. Managing the implications of adopting and maintaining safer sex 
hehaviour, Peer-support groups can organize discussions and training 
that can he far moie relevant than advice provided through formal 
health care pa>grammes. Peer commitment to safer sex also helps 
make these practices s<xnailv acceptahle, attractive and thus sustain- 
able. 

The essence of peer-support group activity is a feeling of gn>up cohesion, a 
sharing 4>f experiences and mutually supportive activities. At times, such 
groups may need help in getting started and in maintaining regular activi- 
ties. They will all look to the counsellor for help in identifying medical 
services and care-gi^-ers. Providing legal advice and, in some cases, finan- 
cial supptm may become issues in establishing such groups and giving 
them operational legitimacy . 





7. N^s of significant others 



The lerm '"significant others \ as used here, rcfer.n lo people who are closely 
involved with an HIV-infected individual. Significant oiherN are ciitical 
because of the influence they may have on the health and well-being of the 
infected person. They are also themselves at risk of psychosiX'iai stress 
because of their emotiimai invi>|vemeni with the infected perM>n. 



Health workers who deal with HlV^nfected perstms or those with HIV- 
related diseases on a day-to-day basis often suffer psychostvial distress. 
Hmolional invi>lvement with the patient and frustration at the hick of 
effective therapy can place health workers at risk of depression, withdrawal 
and. in extreme cases, suicidal tendencies. 

C ounselling of health workers should be an integral part of all health care 
programmes where the prevalence of HIV infection is high. C ounselling 
shi>uld seek to minimi/e stress and may need to include helping set work 
schedules that pri>vide frequent changesn)f environment and tasks. Just as 
for those whi> are HIV-infected, counselling for health workers should be 
acces.sible, consistent, and confidential. 



lor many HlV-inftvied people, including those with HlV-related disease. 
fan)ilies are the main soua'e of care and support. 1 he type of care required 
wilt depend on the stage of infection: as the patient's Ciindilion deteritv 
rates, so the demands on the family increase. The time and energy required 
and the etm^titinal involvement will increase and i*'aw the family away 
from other activities and responsibilities. 

Al the same time, the family may experience the same fears (e.g.. of iMra- 
cism and recrimmation) as the infected pers4)n. C ounselling of family 
members may be increasingly needed as infection progresses addressmg 
holh the nixtis of the family as a unit and as individuals. This is all the 
more impimant in situations where AIDS has generated fear and rejection. 

I amilies are also likely to need technical support. It may be neces.sarv to 
provide them with medications, disinfectants, and information on the 
course of infection and possible treatment. Regular visits by health 
W4>rkers, as well as the C4)unsellor. may be an important form of support. 
1 he financial needs of the family also have to be considered; the role of the 
community and national MXial security systems will have ia be explored. 



Health workers 
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MMds of signiflaifit othon 



Mosi importantly, ihe concept of family shouW be fleKible and include 
familiefi of choice as well as of birth or marriage. Some people have surnv 
gate families thai pnwide the emotional and practical support usually 
ass^iKtated with the more conventional notions of family. 
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8. Some special issues 



Pregnancy 

Women of childhearing age who are known to he infected should be coun- 
selled as early as possible to permit them to make an informed decision 
regarding becoming pregnant or postponing or avoiding pregnancy. It will 
be impi>rlant for the counsellor to explain thai HIV can be transmitted 
from an infected woman to her fetus during pregnancy or to the infant 
during birih or possibly through breast*feeding. At present, the risk of 
transmission is estimated to be Inriween 20% and 40^. The pri>gnosis for 
the pregnant woman with HIV infection, in terms of disease progression, is 
uncertain but it may be appropriate to consider this issue t(>gether with the 
issue of fostering surviving children. 

Si>melimes the pressure on women to bear children and/or their desire to 
do so may make the decision to avoid pregnancy a difficult one. A decision 
should not be impi>sed, but women should be told very clearly about the 
risks and supportc*d in making their choice. If contraception is desired, the 
counsellor should ensure that couples are provided with information, 
advice, and supplies of safe, effective, and acceptable contraceptives. The 
counsellor should help them obtain expert instruction and follow-up with 
regard to their chi>ice and use of contraceptives. 

When HIV infection tKVurs during pregnancy or when an HIV-infected 
woman becomes pregnant, the woman will need special counselling and 
medical attention. Counselling on possible courj^s of action during preg- 
nancy is generally limited to sensitive support and careful discussion of 
possible outcomes. Whether termination of pregnancy is mentioned will 
depend on hxral and perM>nal religious and cultural factors, the national 
law on abortion, Ihe stage of gestation, and existence of liK-al facilities for 
safe terminarion of pregnancy. The pregnant woman should be prc*pared 
for the possibility that the child will be born with HIV infection, but alsi^ 
assured that she has at least a 60f? chance of having an uninfected infant. 

The husbands or sex partners of HIV-infected women who are planning to 
become pregnant or are already pregnant should be included in counselling 
scssit>ns- Where pi>ssible. decisions abi>ut avoiding or terminating a preg- 
nancy or abi)ul preparing for a pi>ssibly infected infant should involve hxMh 
ptnential parents. The s^Kiat and p.sychological supp^irl the woman will 
need is likely to be best assured with the ciHiperalion of her partner. 




Infants with suspected HIV infection 

As indicated abiwe. the chances t)f an HIV-infixicd pregnant woman's 
giving birth u> an infected infant are between 20*? and 40%. Infants born 
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lo infected mothers, whether or not they themselves are infected, carry 
pasMve maternal antilxxlics; they will therefore be positive on HIV sero- 
Ic^cal testing. In most cases, such passive antibodies disappear by nine 
months of age, but they may persist for 18 months. During this time» it is 
impossible to tell by serological testing alone whether the child is infected. 
However, infants may begin to s!k>w si^s of HIV-related disease well 
before an unequivocal test result can be obtained. 

The infant should be kept under medical observation, but otherwise should 
be treated normally, being given as much care and affection as possible. 
PsychoMK'ial support, emotional stimulation and adequate nutrition 
should be ensured. Parents and siblings may need counselling, and if pos- 
sible, the counsellor should put the parents in touch with a kx:al self-help 
parents' group. 

Although the virus may be present in the infant's bcxiy fluids, there is 
virtually no risk of HIV being transmitted to other family mcmt^rs in the 
home. Nevertheless, people with cuts or abrasions should avoid contact 
with these fluids. Part of the counsellor's role may be to teach or reinforce 
conventional hygienic practices and to see that family members have such 
materials as disinfectant and soup. 



Breast-feeding 

Most transmission i)f HIV fri>m mother to offspring txx-urs during preg- 
nancy and }x>ssibly during delivery. The additional risk of transmittmg 
HIV to the infant through breast-feeding is low. However, if a mother first 
becomes infected during lactation. e,g.. through an infected bUxHl trans- 
fusion postpartum, there is a significant risk of transmitting HIV i ifection 
to the infant via breast milk. Similarly, women who have symptoms of 
AIDS may be more likely to infect their infants via breast milk. 

It should he borne in mind that breast miik is crucial to the health and 
well-being of most infants. From a nutritional. immum)logical and 
psychos4H:ial perspective, breast milk is ideally suited to the needs of the 
neonate and young infant. The psychosiHrial and health benefits of breast- 
feeding for mothers are also well diKumented. Infants who are not breast- 
fed are more vulnerable to diarrhoea!, respiratory, and i>thcr infectious 
djNeases. all )f which may be life-threatening. Where the infant is HIV- 
infected, breast milk from an infected mother may protect the infant from 
infectitms that could accelerate progression to overt HIV-related disease- 
In many situations the safe and effective use of brcast*milk substitutes 
canm)t be guaranteed because of lack of clean water, difficulties with 
sterilization of feeding equipment, and lack of mcmey to buy these foods in 
adequate amounts. In such cireumstances breast-feoJing by the mother 
should continue to be the feeding methcxJ of chtnce. irrespective of her 
HIV status. 
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Children in school 

HIV is nol transmitted by normal social contact, and HIV-infected 
schtx>lchildren do not pos»e a risk for other schcxilchildren. Where an 
infected schoolchild has haemophilia, the haemophilia condition should be 
known to the school health service as well as to the child*s tt^chers. They 
may not know abi>ul the HIV infection, however, and the unjnsellor must 
not divulge that information. If they already know, the counsellor will be 
frce to discuss potential problems, such as the possibility of Mxrial stigma, 
with the childN dixtor or schix)! medical officer and. where ncccssar>\ 
with the schiH)! staff. 

Children who know that a NchiX)lmate is mfected with HIV may need 
counselling. The counsellor should lake great care to ensure that the infi^r- 
maiion they uxeive and the language used are appropriate for their age. 
They should be told that they are not at risk of getting the infection and 
that they shimld treat the infected child as they would any other membet 
of their group, Kspecially, the counsellor should not dramatize the matter 
or give it any prominence over and above any special attention the child 
may otherwise be receiving. 



HIV-infected children with haemophilia 

Particular ct>unselling appn>aches and techniques have been developed for 
children with haemophilia, some of which have been adapted for use in 
counselling HIV-infected children with haemophilia. Ihe counsellor 
should make it clear to the parents that it is their responsibility to inform a 
child who can understand such information about the cH^ndilion and what 
i! means (e.g.. why the child is C4)ming for aiunselling). As a general rule, 
the child should be included in interviews with the parents and. where 
appropriate, with grandparents and siblings. The counsellor can then 
observe the reactions of btnh the child and other family members. The 
C4>unsellor should not discuss such issues as ?^xuality without parental 
permissit)n. Older children can be seen either alone or with the family, as 
the children prefer. When family members hear one another's views they 
may find it easier to make the necessary adjustments for supporting the 
child and at the same lime protecting themselves from any risk of infec- 
tion. If the child is seriously ill or dying, the parents may need to see the 
counsellor alone. 

C ounselling sessions should generally mn be long. The counsellor should 
help ihe parents in giving explanations to the child or adolescent. Infor- 
niati4>n and knowledge may be the only protection against discrimination 
at schix)!. Role-playing techniques can be useful with the children and 
parents t*^ enable them to ask the questions that they consicier important. 
F or example, a parent can play the role of a teacher who needs or wants \o 
know about a child in the schcx^l with HIV infection. 
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Thi: counsellor should make use 4>r whal i> said and done in ihc inlervicw 
and use the child's or family's own words lo form ihe ncxi scnicnee. It is 
also imp«^rtani to pri>mote the ehild\ self-esteem and self-image and 
emphasize how well he or she is C4>ping. 



The workplace 

Kxclusii>n from ihe workplace can be highly stressful to the HIV-infected 
persiMi. It can precipitate anxiety abt>ut financial stahihty and about pos- 
sible breaks in a set i>f significant Mvial relationships. Hmployers and/t>r 
work assiKiates who ct>me inxo regular contact with HlVMnfected pers4>ns 
need ti* be Ci>unselled tm their imn siiualior and protecti*in from infectii^n, 
as well as i>n the rt>le they can play m ensurmg the integration of th^ne who 
are infected. 
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Instructions for condom users 



l or maximum pri^tcclinn againsl HIV infcclion, condomis must he used 
corrccily. Make sure thai vou under. stand and fullow the tC instruwiionM 

• l^e a new condom every lime you have intercourse. 

• Always pill the condom on the peni> hefore interci)urNe begins. 

• Put the condom on when the penis is erect, 

• In pulling on the c*>ndom. squeeze the nipple or empty space at the 
end of the condom in order \o a'move the air. r>ti not pull the C4)ndi>m 
lightly against the tip i»f the penis; leave the small empty space (one or 
twoccntimetrcN) at the end of the condom lo hold the semen. 

• Unroll the C4>ndi»ni all the way to the hase of the penis, 

• If the cimdom tears during uiiercoursc, withdraw the penis immedi- 
alelv and put on a new condom, 

• After ejaculalitm, wilhdraw the penis s^hile it is still erect. Hold the 
rim of the condom as V4»u withdraw, so that the cimdom diKs not slip 
off. 

• Remove the condom carefully so that seminal fluid d<H*s not spill out. 
Dispose of usetl condoms in a closed receptacle ft>r ^aste. 

• If a lubricant is desired, use a water-based one. since petroleum jelK 
inaN damage ctmdoms, 

• Do no\ use sahvii as a hibricanl u is incffectise and mav lead to 
breaking of the ctMuKmi, 

• Store contloms awas from cxcc'-sivc heal, light, and moisture, as these 
cause them lo deteriorate and perhaps break. 

• l'4>nd€nns that are sticky or brittle 4»r otherwise damaged shiiuld n4)t be 
used, 

f hese written inslruclumN mav pr4»\e difficult lo folUnv b\ even the well 
educated. It is preferable that counsellors bec4mie conversant with them 
and explain them in simple language. I'se 4>f simple graphic material is 
recommended. Consider adapting the culturally appr4>priale graphics 
alreadv in use by family planning asMKiatums in V4^ur area. 
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Guidelines on prevention of sexual 
transmission of HIV^ 



The fi>IKming general guidclincN arc aimed al individuals or groups. 1 hc\ 
niay need be adapted todiffercnl linral situations. 



Recommendations to all pei^ons to prevent 
sexual transmission of HIV 



• Be awaw thai if you have a mutually faithful relationship with your 
sexual partner, if you arc knh HIV seronegative, and if neither 4)f you 
is exposed to contaminated HUhhI. e.g. by using intravenous drugs or 
sharmg needles, you are not at any risk 4>f a sexually transmitted HIV 
infection. 

* If you intend to have sexual intcrci^urse and are not in a mutually 
faithful sexual relationship. K' aware that your chance 4>f acquiring 
HIV infection is influenced by the folUming three mam factors. 

1 1 he choice of your sexual partneri s) 

I he nsk 4^f infecliim is directly related to the likelihiHHl that yi>ur 
partner may he infected; for heterosexual and honitisexual part- 
ners, this vanes ctmsiderably according to the part of the world, 
"1 herefore: 



Do not have sexual relations with casual or unknown partners. 

Do no\ have sexual relatii)ns with people v^ho may use or ha\e 
used injectable drugs, such as hcrom or CiKaine. 

Do not have sexual relations with people who have many differ- 
ent sexual partners, such as niale 4)r female prostitutes. 



Hciilih Of^.tm/Mum, WHO AIDS Scj>e\ b) 
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2. rhc number of ncxua! partners 

The greiiler the number of partners with whom ynu have sexual 
interuwrse, the greater the hkelihiHx) that vihi will encounter a 
partner with HIV infection. Therefore reduce the number of 
M:\ual partners to the greatest extent possible. 

3. The type of sexual behaviour practised 

If sou are considering sexual relatitins with somei>ne whiise infec- 
tion status or sexual or intravenous drug-using historv is unknown 
lo you, abstention fri^m sexual intercoui^e or rigorous restriction 
of sexual contact to activities that do not involve the sharing of 
semen, vaginal and cervical secretions, or blmxl (e.g., hugging, 
caressing) will eliminate the risk of acquiring HIV infection. In all 
iMher instances, the rt>utine correct use of a condom is strongly 
rcconjmended. 




Recommendations to HIV-infected persons 

• Inform former and current sexual partners abi^ut your HIV infeciiim 
and ret-iimmend that ihey visit a testing centre or health care prinider 
ft^r counselling and evaluation (including, if available, serological 
testmg). If yi>u are unable or unwilling to notify former and current 
si'xual partners personally, request health workers or public health 
agencies ti* notify or help with notifying such partners. 

• Inform pi^tential .sexual partners of your HIV infection and either 
decide to avtMd sexual inteaour.se. rigorously restricting sexual contact 
to activities leg - hugging, caressing) that do not involve sharing of 
semen, vaginal and cervical secretions, or bUnHJ. or discuss the 
precautiims that need to he taken to minimi/e the risk of HIV trans- 
missitm fri>m sexual activity {e.g., the use of condoms). 

• If you both decide to engage in penetrative sexual intercourse. learn 
how lo use a condom correcllv. as consistent ci^rret'i use will reduce 
the risk of HIV^ transmission. 

• Strictly av4>id sexual inierct^urse when yi>u in Viuir sexual partner has 
an infection i^r lesion in the genital, anal, or oral areas and during 
mcnstruatiim. 

• Av4»id pregnancy. HIV-infected women who are pregnant should kmm 
abi>ut the health ha/ard Xo their unbi>rn child and the potential health 
hazard to themselves, and be pr4>vided with counselling services. HIV- 
infected men should disLUss the hazards *>f pregnancy with their 
partners. 

f) 1 



• Do m)l donate bliXHi, plasma, semen, breast milk, hmiy organs, or 
other tifiNueii* 



Recommendations to sexual partners of known 
HIV-infected persons 

• CtMilaci a Health care prowiler for counselling and evaluaiion 
(including, if availahle. scmlogical icsling). If the HIV serolngical test 
IS negative and you are clinically healthy, and if the last unpmiecied 
sexual or nccdlc-sharing exposure to your inftt.tcd partner was .six or 
more months ago. it can generally be assumed that you have not 
acquired HIV infection from that exposure. If your last exposure was 
less than six months ago. or if you ci>ntinue to have sexual interttTurse 
with your infected partner, repeat tests will he necessary to determine 
whether infection has ivcurred. If you were negative on initial senv 
logical testing, sec the recommendations below. 

• Be aware that avoiding sexual intercourse with an HIV-infected person 
or rigorously restricting sexual ctmtact to activities that do not involve 
sharing of semen, vaginal and cervical secretions, or blinxJ {i.^ . 
hugging, caressing) is the only way of eliminating the risk of acquinng 
HIV infection from that person. If this is not acceptable, the use of a 
condom is an alternative, but it is not without risk. Although the 
prcci.se effectiveness of condoms in preventing HIV infection is 
unknown, their ci.rreci and ctmsistent use will reduce the risk of trans- 
mi.ssion. 



Avoid all sexual intercourse when either you or your sexual partner has 
an infection i>r lesitm in the genital, anal, or oral area, and during 
menstruation. 

If you are pregnant, find out and seek counselling aht^ul HIV antihinly 
testing. If you are tested and found to be .seroptisitive. find out and 
.seek counselling about the great health risk to v«>ur unborn child and 
the potential risk to yourself. 

Do not donate hl«H>d. plasma, semen, breast milk, body organs, or 
other ti.ssucs. 



Recommendations to healtii care providers 

• Be aware of and sensitive to sexual behavu>ur that places people at risk 
of HIV infection. 

• Obtain a sexual history routinely. Be non-judgemental. 
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• hducate paiienis» about HIV trammi^iiiion and its preveniion, including 
as appHTpriate the avoidance of paru'Ts at high ris* of infection (e.g., 
users of intraveiH)us drug^* prostilutesu men who have sex with prosti- 
tutes, people who engage in high-^nsk sei^uai activities), and provide 
instruction on the correct u.\e of condoms. 

• Offer HIV testing and counselling to people at increased risk of HIV 
iniection. 

• Find out what services and resources are available within the 
community so thai peiiple can be referred appn^hatelv. 

• Where resources and programmes exist, be prepared to provide 
additional support through counselling, peer groups and other servic*es 
for HIV-infected persons and their sexual partners, or at least refer 
them to public health or other medical facilities for such support. 

• Urge the patient (the index persim) to a'fer sexual contacts, and be 
prepared to fulfil your role in such referrals, including referring the 
contacts to public health agencies when indicated. 

• Assist HIV-infected and non-infected UMrrs of iniravenous drugs to 
obtain treatment for their addict>4>n and to avoid sharing needless and 
drug-injecting equipment. 

• Inform HIV-infected women wht> are pregnant abi)ut the great health 
risk to their unborn child and the pinential risk to themselves, and 
provide them with oppi>rtunities for counselling. Provide similar 
information and counselling to all HIV-infecied W4>men in the child- 
bearing age group. 
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Practical information for people with 
HIV infection or disease 



Biith Huppt>rt and information on preventing tranMni>Nion are needed in 
the pi>?it-iest or pi>.si-iliagnosis phase, in addition to dealing with the 
psychological issuer that appear at this time, particularly in people who arc 
HIV-infected, the counsellor should emphasi/e the information on 
prevention thai will provide the framework for living with HIV, Hqually, 
the following pi>ints should be a>vered in all u>unseHing sessions, innh fi^r 
people who are HIV-positive and those who arc HlV-negative: 

1. HIV infection is not the same as AIDS. Pei^ple with AIDS have HIV 
infection, but only a propt^rlion of those with HIV infection have 



2. Sexual interaiurse, whether heterosexual or homosexual is the major 
rtnite of transmission of HIV. ITie virus can be transmitted by any 
penetrative sexual act in which HIV-infected semen, vaginal/cervical 
secretions, or bUH>d is exchanged. Sexual transmission of HIV infec- 
tion can be prevented* during sexual intercourse, men should always 
use a ci>ndom, each time, from start to finish. Women should be sure 
that their partners use a new condom for each act of sexual inter- 
course, (luidetines on preventing sexual transmission are presented in 
Annex 2, and instructions on how to use a cimdom are presented in 
Annex 1. 

3. When caiciully and ctmsistently used, condoms offer effective 
protection against transmission of HIV. Latex ci>ndoms lubricated 
with silicone or a water-based lubricant are rtvommended. When 
additional lubrication is desired to reduce the risk of condom 
breakage, a water-bawd, not oil-based, lubricant shi)uid be used. 
Animal membrane (e.g.. lambskin) condoms are believed lo be less 
effective than latex condi^ms as a barrier against HIV and are there- 
fore not recommended, 

4. Non-barrier contraceptives, such as the intrauterine device (1 1)1)). 
have no pnuective effect against HIV transmission. It is ni>t clear 
whether t>ral and injectable cimtraceptives affect the risk i>f HIV 
transmission. C (H)rdination between AIDS control programmes and 
iamity planning services is clearly essential. 

5. C ertam health Ciinditions. espetiaUy other sexually transmitted 
diseases, may accelerate the progression of HIV infection to AIDS, 
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Guidelines for avoiding sexually tran>miued diseases !>^ould be 
followed by pec^te with HIV as well as those without HIV (see Annex 
2). Such guidelines must be clearly explained to both the client and, if 
possible and with the explicit agreement of the client, his or her sex 
partner. 

6. If is not yet clear whether pregnancy acceleratmi the pn^ression of 
HIV infection to AIDS. The uncertaintio^ about this issue must be 
carefully explained to infect^ women of childtearing age. The risk of 
transmission of HIV to the fetus is 20 - 40%. If HIV-infected women 
want to avoid pregnancy, th^ and their sex partners should be given 
advice atH^ut contraceptives. Access to safe and reliable contraceptive 
methixls must be ensured. 

7, With regard to immuni/ittion, studies have demonstrated that the 
following vaccines can be safely given to children suspected of being 
infected with HIV-1: BCG, diphtheria-penus.sis-fetanus, poliovirus 
(oral and inactivated), measles, and tetanus toxoid. However, BCXi 
should not be given if the child has symptoms of HlV-related disease. 
The safety of other live vaccines, such as yellow fever vaccine, has not 
been evaluated. In general, where there is a high prevalence of HIV 
infection, asymptomatic persons should continue to be immunized in 
acc%>rdance with the standard schedules used in the WHO Expanded 
Programme on Immunization,* Immunization is important in protec- 
ting HIV- 1 -infected children, particularly against measles and compli- 
cations of tuberculosis.' 

PcfM^ns with HIV infection and those who are engaged in risk behav- 
iour should never donate body fluids, such as bUxHl, semen, and breast 
milk, or btxly organs. 

9. If bliHHl from a persi^n infected with HIV is spilt in the home or 
workplace, it should be soaked up with an absorbent material such as 
a cloth, rag, paper towel, or sawdust, direct skin contact with the bkx>d 
being avoided. The bUM>d-st>akai absorbent material should, if pos- 
sible, be placed in a plastic bag. and then burned in an incinerator or 
buried. The area that was contaminated with the bUxxi should be 
washed with a disinfectant — preferably Mxlium hypochlorite (house- 
hold bleach) diluted 1:10 with water, to give OJ-0.5% available 
chlorine lo clean up any remaining bltx>d. Rubber household gloves 
shiHild he worn, if available, when spilt bloixl is being cleaned up. If 
gloves are not available, another barrier such as a large wad of paper 
towels should be u.sed to protect against direct skin contact with the 
bltHxl. Hands should alw»;ys be washed with si>ap and water after 
cleaning up bUxxi or other body fluids. 
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Clothes or cloths that are visibly contaminated with bUxxi should be 
handled as liiUe as possible. Rubber household glovcji should be worn, 
if available, and the clothes or cloths should be pla<^ and transported 
in leakproof ba^s. Such items should be washed with determent and hot 
water (at least TO^'C ( 160*F)) for 25 minutes; or, if in cooler water (less 
than 70^C ( 160*F». with a detergent suitable for cold-water washing. 

Sanitary towels and tampons, or any cloth or material soiled with 
menstrual blood, should be dispostnl of immediately. If possible, such 
material should be lied in plastic bags, then burned or buried. 
Bandages and other dressings soiled with HIV-infected bUxHi should 
be similarly disposed of. 

U). Pei^ple with HIV infection should not share syringes, needles, or other 
skin-piercing m.struments. for example, to inject drugs. They should 
avoid being latt4X>ed or undergoing any other invasive procedure 
unless sterilisation of the instruments can be ensured before and after 
the prixedure- 

1 1. People with HIV infection shi uld not share ttwthbrushcs. blade razors 
or other instruments that could become contaminated with bloixl 
(even though the risk of HIV transmission from these devices is 
extremely low ). 

12. HIV-infected pe*>ple should be actively encouraged and supported in 
adopting positive health behaviour: the particular form of such behav- 
iour will vary according to social group and country, and will certainly 
need to be specified to meet the needs of individuals and special situ- 
ations. It is important to stress to HIV-infected people that they 
should: 

• Avoid excessive use of recreational drugs, such as amy! nitrates, 
tobacco, and alcohol. The u.se of heroin and cix-aine .should also be 
avoided. Such drugs may reduce the u.^er s ability to discriminate 
between safe and unsafe behaviour. 

• Adopi a balanced diet -nutritional deficiencies may adversely 
influence immune function. 

• Take mixierate exercise and get regular sleep- this can add to a 
genera! feeling of well-being and contribute to general health and 
Kiamina 

• Reduce stress and try to a*iax: potential and actual stress factors 
should be idenlified and managed. 

• Maintain regular contact with the health care system, including 
C4>unselling and s<xial ser\iccs. 
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13, People with HIV infection or disea!»c usually seek or request infor- 
mation about treatment and pc^ible cure«. It is therefore impiKtant 
for coun.se]ion$ to receive regular and reliable information atout the 
.status of rt^earch initiatives and on the availability and appropriate* 
nesj^ of sipecific drugs or therapies for HIV-related conditions. While 
there is as yet no cure for HIV infection or for AIDS, some therapies 
have been found effective for treating opportunistic diseases arising 
from immunodeficiency* At least one drug« zidovudine (also known aji 
AZT), has proved effective in extending survival time and relieving 
symptoms in •^me patients. More than 40 drugs (antivirals and 
immunomixjulators) are currently h!ing tested in over 100 clinical 
trials, mainly in mdustriali/ed countries. 

14. Many people may assume that expensive treatment or care is neces- 
sarily gtx>d ireativtent. Counsellors should be alert to this and help 
patients make decisions on the advantages and disadvantages of dif-* 
ferent therapies and interventions. 

C ounselling should aisi^ emphasize sixnally constructive behaviour and 
activities that do not involve a risk of HIV transmission. Casual s<Kial 
contact, sharing cnx'kery and cutlery, being in the same ri>om, using 
swimming-ptx^ls and lavatories do not po.sc a risk for anyone and (hey help 
maintain a feeling of social cohesion, 

Users of intravenous drugs who are unable to stop should be given infor- 
mation on where they can i>btajn sterile needles and syringes (if this is 
possible) i^r how to use bleach to disinfect equipment used for injection. 
Some countries or cities have needle and syringe exchange programmes. 
Drugs are always expensive, and u.sers may engage in prostitution to obtain 
the money they need. The combination of drug use and pr4>stilution is 
particularly dangerous for K^th the prostitute and the client. Special care is 
needed in counselling those thought to be in such circumstances, in 
prin iding condoms, and in encouraging them to insist on their use. 

Sex partners of injecting drug users may be at risk of acquiring HIV infec- 
tion and other djseases if sexual intea'ourse tnrcurs without the use of 
condi>ms. Counselling and information on how to avoid possible HIV 
infection by adopting safe sexual practices should always be provided for 
the sex partners of intravenous drug users. 
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As the epidemic of HIV infection and 
AIDS continues to spread, more and more 
people are having to come to terms with 
the knowledge that they, or someone they 
care about, is infected. Such knowledge 
can imptxse severe psychological strains, 
provoking reactions of fear, guilt, 
depression, denial, anger, and even 
suicidal activity. In order to deal with 
these reactions, people need practical and 
psychosocial support and understanding, 
together with accurate information on 
the implicanons of HIV infection, and 
particularly about realistic ways of 
avoiding further HIV iransmi.ssion. 
All these can he provided through 
counselling. 

These guidelines provide health Wi)rkers. 
counsellors, health managers and others 
with a model for use in counselling people 
affected directly or indirectly by HIV. 
I hey describe the p.sychtxsocial repercus- 
sit>ns of HIV infection and disease, the 
nature, role, and principles of counselling, 
and special situations in which coun- 
selling is called for. The guidelines arc 
intended for adaptation according lo the 
h>cally available resources and. particu- 
larly, the cultural traditions in w hich thev 
are used. 
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